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The term ‘quality of life’ is seen as applicable to a vast
range of concerns: from environment and consumer
issues, to education, health and technology. Its usage
and definition tend to vary according to the situation
in which it is applied. It may, for example, be evoked
as a standard by which to measure the contentment
and happiness of a studied population; used as a band-
wagon on which to jump wherever there is a need to
justify the claims of a product or service; and can be
found insidiously creeping into everyday speech. But
what does it actually mean?
This is a question that the contributors to Baker and
Jacoby’s book, Quality of Life in Epilepsy: Beyond
Seizure Counts in Assessment and Treatment, have
attempted to answer. Their focus has been on the
association of quality of life with epilepsy: its diag-
nosis, management, treatment and effect on life from
the perspective of both patient and clinician. They
have sought to deconstruct and analyse the position of
the patient in order to better understand the concerns
and issues faced by those who have the condition and
to apply their findings to the creation of appropriate
packages of care.
The contributions vary both in style and approach—
from the coolly clinical to the deliciously irreverent
(though of striking import)—but they can be roughly
divided into five categories: clinical study and the in-
terpretation of its results; study of issues pertaining
to the quality of life of people with epilepsy; the in-
corporation of such issues into patient treatment; con-
tribution of healthcare workers; and autobiographical
accounts of those living with epilepsy.
The majority of the authors have based their chap-
ters on the use of clinical trials and data, presenting
the reader with writings-up of quality of life assess-
ments that categorise patient response according to
pre-set criteria. The purpose of such an approach en-
ables both author and reader to quantify the qualitative
experience of the respondents, but allows little scope
for insight into the lived experience of these patients.
Access to results, and therefore interpretation of them,
is restricted to those who carried out the assessments.
This raises questions relating to the true validity of
such studies to the practice of patient management:
who commissioned the study, who carried it out, who
interpreted the results and who determined the cate-
gorisation of both patients and results are all likely to
affect the way in which the quality of life issues raised
are incorporated back into the clinician’s response to
his/her patients. This is not to undermine the profes-
sionalism or integrity of those in the medical profes-
sion, but it is to question the position of omnipotence
assumed by those in possession of patient data. There
may be no ideal way in which to carry out assessment
of patients’ quality of life, but a system based largely
upon the compilation of indices would appear inade-
quate: it is surely the spaces around the boxes to be
ticked that are best placed for the expression of patient
concerns and experience.
Issues of the labour-intensive and cost-efficient
nature of what may be more expansive methods of
assessment are raised on a number of occasions
throughout the book. Budget and time restrictions
need obviously to be taken into consideration, but
to restrict the use of such approaches due to these
concerns begs the question of whose quality of life
is being measured. If the clinician cannot facilitate
or respond to assessment based on as full an expo-
sition of patient experience as is possible how then
can he/she provide the care required by a chronic
condition such as epilepsy?
Through consideration of specifically patient-tar-
geted treatments for older people with epilepsy by
Raymond Tallis, notions of holistic approaches—such
as might be considered by the clinician—are raised
and summarily dismissed: “Holistic care is good, of
course, but medical science should not fall victim to
the rhetoric of holism” (Tallis, p. 141). Unfortunately,
the terms ‘holism’ and ‘holistic’ have been some-
what hijacked by practitioners of New Age therapies
so that their mention evokes images of chakras and
crystals leading to such flippant rejections as that of
Tallis. However, in the truest sense of the word, a
‘holistic’ approach is one which considers and cares
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for the complete person in the treatment of any con-
dition. In treatment based on such a philosophy, an
acknowledgement is made of the fact that the patient
is made up of far more than mere symptomatology.
Interestingly, it is the contributions of healthcare
professionals, both in clinic and in the community—
the primary care practitioner, the epilepsy nurse spe-
cialist, the social worker, the support group organiser
and the physician—which offer some of the most in-
sightful perspectives on the practical application of
quality of life measures to patient care. Their aims
may not necessarily reach fruition, but the structures
and procedures put in place are rooted in the desire to
provide consideration for the patient beyond seizure
reduction and drug efficacy.
There are also the personal accounts detailing the
nature of living with epilepsy. Both contributors have
provided candid and touching accounts of their lives
since a diagnosis of epilepsy entered them. There is
no need for debate on the quality of life of these
individuals—their revelations give a lucid picture of
the grief, optimism, hope, despair and strength which
they have felt while attempting to incorporate epilepsy
into their lives. What should be pointed out, however,
is that their lives were affected in a far more detri-
mental way by the poor quality of care they received
(leading to drug toxicity, for example) than by their
epilepsy.
Quality of Life in Epilepsy raises some interesting
and important issues encountered in the provision
of healthcare for those with a chronic condition. Its
contributors have amassed a vast knowledge base and
experience, yet the striking lack of patient material
(a total of 10 pages of the 316 that make up the book)
limits the scope and potential impact of the book.
Limited to so little direct patient contact, the reader is
in danger of missing the relevance of the statement,
“It is the person who is important, not the hidden
condition they suffer from”.
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